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Summary Introduction: To assess the symptoms experienced and their impact on
patients’ lives in the last year of life of COPD, and to assess patients’ access to and
contact with health services.
Method: Qualitative analysis using the framework approach of in-depth interviews
with 25 carers of COPD patients who had died in the preceding 3–10 months.
Results: The average age of death was 77.4 years. The majority of patients died in
hospital. The major symptom reported by the carers was breathlessness which
impaired the deceased’s mobility and contributed to their being housebound.
Anxiety and panic were also associated with breathlessness. Depression was
reported. Oxygen, though beneficial, was seen to impose lifestyle restrictions due
to increasing dependence on it. Some patients only health care contact was through
repeat prescriptions from their GP whereas three had regular follow up by a
respiratory nurse specialist who linked community and secondary care. Overall,
follow-up, systematic review or structured care were uncommon.
Discussion: Breathlessness causes major disability to patients with COPD in the last
year of life. The expertise of palliative care in treating breathlessness may be
valuable in these patients many of whom lacked regular health service contact in the
year before death. Patients who are housebound with high levels of morbidity
require community health services. Respiratory nurse specialists were rarely
involved in the patients’ care and may provide a link between the GP, the chest
physician and the palliative care team.
& 2003 Elsevier Ltd. All rights reserved.
Introduction
COPD is a progressive illness with no cure. For those
with severe COPD prognosis can be very poor.1 A
palliative care approach has been advocated in the
management of end-stage COPD but our knowledge
of the experience of COPD at the end of life, how
patients are affected and what access they have
to services is limited.2,3 COPD is a major cause of
mortality and accounted for 26 000 deaths in
England and Wales in 1999 (ICD9 490–492, 496),
5.6% of male and 3.9% of female deaths.4
Treatment in severe disease is directed largely at
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Evidence suggests that existing health care
provision for these patients is reactive and
focuses on acute exacerbations.2 Patients do not
have access to specialist support services in the
same way as for example lung cancer patients in
spite of their poor prognosis, high levels of
morbidity and comparable mortality. COPD not
only impacts on patients’ physical well being,
but also their social and psychological health.2,3
No study to date has looked specifically
at the illness experience and health care
requirements of COPD patients in the months
before death.
We conducted a qualitative study to explore the
experience of the last year of life of COPD from the
perspective of bereaved relatives, focussing on
symptoms, symptom control, contact with health
and social services, information about the illness,
and circumstances of death. The data relating to
symptoms and contact with health services are
presented here.
Methods
The study consisted of in-depth interviews with the
bereaved relatives of COPD patients between 3 and
9 months after the death. The interviewed rela-
tives were the deceased patients’ carers. This
retrospective approach to data collection in which
carers’ accounts are used as proxies for the
deceased’s experience is a well-established method
for gathering information about the last year of
life.5 The local research ethics committee ap-
proved the study.
Subjects were identified and contacted on behalf
of the research team by the Office for National
Statistics (ONS). ONS has a database of all death
registrations, which includes the cause of death
and the name of the person who registered the
death, known as the informant. ONS searched for
COPD deaths in one inner London health authority
for the 5 months between January and May 2001
using the ICD 9 codes 490, 491, 492 and 496. One
hundred and seventy-nine deaths were identified
by ONS. Sixty-nine deaths were excluded from the
mailing. Excluded deaths were coroners’ deaths,
and deaths where the informant lived abroad or
was registered ‘ineligible’ by ONS. Invitations to
take part in the research interviews were mailed by
ONS to 110 informants of whom 28 agreed to take
part. The interviews were conducted between July
and November 2000.
An information pack was sent to informants by
ONS. It included a covering letter from ONS, an
information sheet from the researchers and a reply
slip for informants to complete if they were willing
to participate in an interview. Once the reply slip
had been returned the researchers made contact
with the informant to arrange an interview. If the
informant was not the deceased’s principal carer he
or she was asked to forward the study details to
whomever the most appropriate person was. An
interview topic guide (Box 1) was developed based
on the VOICEs questionnaire (Views of Informal
CarersFEvaluation of Services) which has been
used for the evaluation of cancer and non-cancer
services in the last year of life.6 The topic guide
was revised as the interviews took place and new
themes emerged.
At interview the informant was given an informa-
tion sheet and consent form to sign. This outlined
the purpose and nature of the interview and
explained that the interview would be recorded.
The interviews were open ended and lasted on
average 45min. The interviewer responded flexibly
to the patient’s agenda. HE conducted all the
interviews. For two interviews CP was present. CP
assisted in development of the interview schedule,
and reviewed the coding frame in two of the
transcripts.
The interviews were tape recorded and tran-
scribed. Three interviews could not be satisfacto-
rily transcribed because of poor tape recording
quality and have been excluded from the qualita-
tive analysis. The interviews were analysed using
the framework approach.7 This consisted of five
phases: familiarisation, identification of a thematic
framework, indexing, charting, and mapping and
interpretation. Familiarisation involved immersion
in the data, listening to the tapes, and re-reading
the transcripts and field notes. In developing the
thematic framework, we drew on the interview
topic guide to identify themes in selected tran-
scripts. We also identified new themes from issues
which the subjects raised themselves. Indexing
involved us systematically applying the thematic
framework to all the interview transcripts. During
the charting phase we lifted data from its original
context and rearranged it according to theme. In
the mapping and interpretive phase we reviewed
the charts, compared and contrasted the accounts
of the carers, and sought patterns and explanation
within the data. Analysis of the data was aided by
the computer software package QSR NVivo.
The final interviews revealed no new information
or insight and it was felt that saturation of data had
been reached. Quotations used in the results are
followed by an interview number which refers to
the order in which the interviews were conducted,
1 being the first and 28 the last interview. Inter-
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views 13, 20 and 26 were not transcribed. All
results reported relate to the 25 transcribed inter-
views.
Results
Nineteen of the interviews were conducted in the
subject’s own home and six in the research
department. The relationships of the subjects to
the deceased were wife (4 cases), daughter (13),
son (6), sister (1) and brother (1). Twelve of the 25
deceased patients were male. The average age of
death was 77.4 years. Ninety two per cent of the
deceased died in hospital, 4% at home and 4% in a
nursing home.
In these results we focus on two key areas that
emerged from the carers’ accounts. The first
relates to the symptoms experienced and their
impact on patients’ lives, and the second relates to
patients’ contact with health services in the
community.
Symptoms
The dominant symptom observed by carers was
breathlessness. Anxiety and depression were also
reported, resulting from the breathlessness, dis-
ability and isolation caused by the disease. Other
symptoms reported included pain, disturbed sleep
pattern (for example night time waking and day-
time somnolence), weakness, weight loss, reduced
appetite, cough, constipation and incontinence.
The severity of these other symptoms, in addition
to breathlessness, contributed to the deceased’s
overall quality of life:
You know he used to suffer with a lot of pain in his
back, which after he died they told us was due to the
steroids he took...(28).
And she thought that was good two and a half hours
sleep. And then during the day she would sit exactly
where she is sitting and she’d sleep on and off all day
long in that chair(6).
Breathlessness
The carers witnessed the sense of struggle for the
deceased to breathe:
...by the time we’d got her to the doctors, she’d be
fighting for her breath even if we’d had a car (6).
The resulting breathlessness had profound
effects in terms of physical functioning and life-
style restrictions. Breathlessness on minimal
exertion impaired patients’ mobility and
carers witnessed their declining physical
capacity, for example in their ability to climb
stairs:
Well X couldn’t walk very far without getting out of
breath, climbing stairs, he climbed one flight and
stopped for about 10minutes (8).





Did ‘the deceased’ receive any help at home in the last year of life?
Primary care
Was ‘the deceased’ in contact with his/her GP in the last year of life?
This section of the topic guide also included prompts about symptoms, treatment received and symptom control
Secondary care
Did ‘the deceased’ attend hospital in the last year of his/her life?
Other health services
Did ‘the deceased’ receive help from any other health or voluntary services in the last year of his/her life?
Information about the illness
What did you know about ‘the deceased’s’ illness?
What do you think ‘the deceased’ knew about his/her illness?
Place of death
Can you tell me a little bit about when ‘the deceased’ died?
Bereavement support
Have you been in touch with any health professional/bereavement agency since ‘the deceased’s’ death?
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Yes he was housebound, more than that. The only
times he could go out, was when I took him in the car.
And he could never walk very far at all. So it was a
case of going in the car to somewhere and that was it.
(22).
He had his chair there in the corner and he used to
eat, sleep and do everything in it like (25).
Adaptations were made to the home to accommo-
date patients’ physical limitations:
...it’d be easier if she stayed in this room so we made
that into a bed. And what we did, I mean, the toilet is
literally right there, kitchen is out there. At that time
she could walk about on the flat, on a level, which is
why they were trying to get her a one levelled flat. So,
of course, that was fine, she was sort of toddling into
the toilet when she needed to (15).
The deceased became increasingly dependent on
their carers towards the end of life, for example
requiring help with housework, shopping and cook-
ing. Contact with carers also fulfilled a social role:
If she didn’t have me she would have been a very
lonely person (18).
Carer input allowed patients to remain at home:
He (the consultant) said ‘‘This is how it should be done
in the community, you know look after your own, with
back up’’ (27).
There were exceptions to this picture of breath-
lessness. For a minority of carers (1, 2, 11, 17) the
chest problems of the deceased were not felt to be
a major limiting factor in their life or were not
considered responsible for their physical limita-
tions. Other symptoms had greater impact:
She wasn’t struggling for breath; you know, she wasn’t
fighting for breath. You know, like I’ve seen some
people really fight for breath. But she wasn’t fighting
for breath, she wasn’t desperate (1).
In several interviews the carers described the
combined effect of COPD and co-morbid illness in
restricting the deceased’s mobility:
Most of her difficulty was caused by pain through the
osteoporosis and we thought a lot of her restriction on
movement was due to that not the breathing. We
knew that she got out of breath but we didn’t realise
how bad she was until very near the end (10).
In one account the informant reported how the
deceased managed to maintain an active lifestyle
in spite of having advanced COPD. The degree to
which the deceased was affected, for example in
terms of walking distance, was hidden from the
informant until the final stages of illness.
Psychological symptoms
Breathlessness was linked to anxiety and panic
among the deceased. Carers reported the decea-
sed’s fear of being left alone and their fear of
dying:
..he said ‘‘You’re not here, none of you are here when
I wake up in the morning’’ (14).
..I think she was too frightened to go into a deep sleep
in case she didn’t wake up (6).
..I would say there was a tremendous mixture in him
of finding the whole business absolutely intolerable
and horrendous and at the same time being very afraid
of death (14).
The deceased’s feeling of being unable to breathe
triggered panic attacks which could in turn exacer-
bate their breathlessness:
She had panic attacks terrible didn’t she, where she’d
wake up and she couldn’t breathe even with the
oxygen (6).
Medication and relaxing the patient assisted in
controlling the panic:
I just said sit there and take deep breaths and I said
come on do it slowly and then she just calmed herself
down (6).
Depression was reported in association with COPD.
However, there were other factors identified as
contributing to depression, for example, an under-
lying depressive illness, a comorbid illness, in
response to a life event or medication:
Plus she was suffering from depression and she just
wouldn’t go to the hospital (16).
He was very depressed about losing his wife...(25).
Depression was linked to deterioration in physical
capacity which caused a decline in mobility, an
inability to get out of the home and the loss of a
previously active person:
He suffered from bad depression in the last nine
month, a yearyand that was...he couldn’t breathe,
he couldn’t see properly, he couldn’t get out (22).
We knew he was depressed. He was sitting indoors all
day, can’t do anything (8).
Carers also reported the deceased as ‘giving up’,
and doctors too:
Because he was indoors so much, he gave up, he didn’t
want to eat, he didn’t want to look after himself (9).
ARTICLE IN PRESS
442 H. Elkington et al.
I know there was nothing they could do for him and he
knew, but it was a feeling of you’re abandoned, we
don’t want to see you no more. There is nothing we
can do, no, but there is tender loving care. Even if
there is nothing they can do. At least he would have
known that someone was out there (21).
Oxygen
For those patients (11 out of 25) receiving home
oxygen, the majority of carers noted the benefits of
oxygen in terms of symptom relief and allowing
greater mobility within the home:
It (home oxygen) was a good thing for the fact that she
weren’t fighting for her breath (6).
However perceived dependence on oxygen imposed
lifestyle restrictions, for example being house-
bound or only able to go out with portable oxygen.
Patients did not want to be too far away from their
oxygen, which was described by one carer as a
‘lifeline’:
She wouldn’t let us take her out shopping and things
like that because she wanted to be near her oxygen,
she didn’t want to go too far away. That’s just the way
she was, so she spent most of her time at home (5).
One carer felt that oxygen was of no benefit to the
deceased (16).
Services in the community
The deceased did not necessarily seek help, or take
up offers of help or perceive there was a health
problem. This might have influenced the services
they had contact with:
But he wouldn’t accept help, he didn’t want help from
anybody. He didn’t like going to the doctors, we had to
really force him to go to the doctors you know. I had to
force him to go to the doctors. He didn’t help himself
very much at all (9).
Carers reported variability in health service provi-
sion at a community level for patients in the last
year of life of COPD. Contact ranged from
prescription only contact to regular review by a
respiratory nurse specialist, who acted as a link
between primary and secondary care:
You just used to fill in your prescription form and tick
it off, don’t you-what you want and that was it (1).
Few patients had access to a respiratory nurse
specialist. The respiratory nurse specialist was
reported in positive terms and spent time with
the deceased, offered information and explana-
tion, and monitored their oxygen. The role of the
respiratory nurse was described by one carer in the
following terms:
Did the nebulizer, checked on her things, did a more
thorough check on all the things more than the district
nurse did and talked to her because she knew her from
in hospital anyway. And I think mum would have told
her how badly she was feeling. And I suppose she
thought if she comes down I tell her I want to...
hospital maybe a bit earlier to see the consultant or
the doctor (19).
Only three carers mentioned a respiratory nurse
specialist who visited at home but in each case this
contact was valued. Having someone (whether a GP
or other health care professional) who cared about
and was interested in the deceased and was willing
to spend time with them was appreciated. The lack
of active monitoring, in the form of regular review
was criticised:
To my mind that doctor shouldn’t have kept writing
those prescriptions out. He should have had her down
the surgery or come down here to have a look at her.
To see does she really need all those tablets, does she
really needs all that oxygen (5).
Back up for carers, for example a panic button, or a
person to contact for advice was an important
element of service provision:
But then when you leave hospital he knew that there
was nothing after that. Nothing there was just me and
him (21).
Discussion
In this study, relatives of people with COPD have
given graphic accounts of the symptoms of COPD
and their impact in the last year of life. Breath-
lessness restricted patients’ freedom by impairing
their mobility and their ability to get out of the
home. Anxiety and panic were linked to breath-
lessness. COPD contributed to depression, but
other factors were also identified. Many patients
were deprived of their independence, some being
housebound and isolated. The treatment, as well as
the symptoms, imposed lifestyle restrictions. Oxy-
gen dependence meant patients felt unable to
leave the home. This description of the experience
of COPD in the last year of life provides new
insight into a disease which causes nearly as many
deaths as lung cancer and considerably more
disability. Our findings are consistent with the work
of Gore et al.3 and Skilbeck et al.2 who described
patients with severe COPD. Similar findings have
been reported for other chronic illnesses, such as
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heart failure. Data from the Regional Study of
Care for the Dying found that patients dying from
heart failure had poor symptom control and low
mood.8
These retrospective accounts of relatives of
deceased COPD patients give another version of
events to that of the patient with COPD. They
provide an exceptional description of illness ex-
perience in the last year of life that might
otherwise be inaccessible. The difficulty of giving
accurate prognoses in COPD would make recruit-
ment in a prospective study problematic. Further-
more, this retrospective approach identifies
patients who have all died from COPD, and not
just those known to health services. While proxies’
and patients’ accounts may differ, for example in
relation to the subjective symptom of pain, the
relatives and carers provide valuable information
about advanced COPD particularly in relation to
service provision.9,10
In spite of treatment, patients with advanced
COPD are very disabled by breathlessness, a major
factor limiting their mobility. In one study of
patients on long term oxygen therapy (LTOT), of
whom 84% had COPD, only 9% had other causes of
limited mobility besides breathlessness. Seventy
eight percent of patients reported breathlessness
walking around the home, and 24% were observed
to be breathless on talking.11 Respiratory physicians
and GPs may feel limited in what they can offer
these patients who may already be on maximal
therapy. Indeed, carers reported doctors telling the
deceased that nothing more could be done. Such a
negative message may contribute to patients’ sense
of hopelessness. The principles of palliative med-
icine have increasing application in non-cancer
conditions, including COPD.12 With its expertise in
symptom control palliative care may be able to
offer alternative treatments to those convention-
ally used in respiratory medicine. Although pallia-
tive care performs this role in some places carers
made no mention of the involvement of palliative
care in the interviews.
Psychological symptoms in advanced COPD have
important repercussions. By treating depression
patients may feel better able to cope and tolerate
their physical symptoms. Simply attributing physi-
cal symptoms of depression, such as fatigue and
weight loss, to the side effects of COPD might result
in underdetection and undertreatment. In our
interviews depression was reported by carers, but
was not always directly linked to COPD. Other
factors, such as bereavement and co-morbidity,
also contributed to the deceased’s depression. A
systematic review of the prevalence of depression
in COPD found an association between depression
and COPD in four controlled studies, in two of
which the association was statistically significant.13
Home oxygen was beneficial for the majority of
patients receiving it, a finding shared by other
investigators.11 Perceived dependence on oxygen,
however, contributed to patients’ lifestyle restric-
tions and housebound status. In one study, 45% of
patients on LTOT said they did not go out except for
medical visits to the GP or hospital.11 Such physical
restrictions may be the result of the progressive
nature of COPD and the requirement for oxygen.14
A qualitative study by Ring et al. of patients’
experiences of LTOTreported social isolation, a lack
of mobility, the loss freedom to go anywhere and
dependence on another family member.15
The potential demand on community health
services in delivering care in end-stage COPD is
considerable given that patients may be house-
bound with high morbidity. In particular respiratory
nurse specialists, although only reported by three
carers, performed a valuable role in giving advice,
spending time with patients and liaising with
secondary care. Gore et al. reported similar
findings with the respiratory nurse identified as
the main source of emotional support, nursing care
and help in applying for social benefits for patients
with severe COPD.3 Skilbeck et al. concluded that
the respiratory nurse specialists may be best placed
to respond to the unmet needs of these patients.2
The value of the respiratory nurse appears to be in
the holistic approach to patient care, and in
attending to their social and psychological as well
as physical needs. Respiratory nurses also provide
back up for carers as someone to contact for advice
and help during an exacerbation. Having ready
access to specialist support has been also valued by
the carers of terminal cancer patients.16
The carer accounts have implications for general
practice where COPD accounts for a sizeable
workload. GPs may need to play a more active role
in managing these patients, monitoring their con-
dition on a regular basis (rather than responding to
acute exacerbations2) and providing back up to
carers. GPs may find it difficult to take on the
additional task of regularly visiting these house-
bound patients themselves given their existing
workload. Additional resources, in the form of
respiratory nurse specialists, may assist GPs in
meeting patients’ expectations and needs although
the small numbers involved in this study mean that
any conclusions and recommendations should be
interpreted with caution.
This study has begun the process of giving voice
to an isolated and inaccessible group of patients. In
listening to carers’ accounts of their experience a
mismatch between patients’ needs and the services
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received has been demonstrated. Although COPD
causes 26 000 deaths per year in England and Wales
how many of these patients have specific unmet
needs relating to COPD in the last year of life? A
questionnaire developed using these qualitative
data has been sent to 400 informants of COPD
deaths to obtain a representative view of the
health and social service needs of this population in
the last year of life. The information gathered will
assist the development and delivery of appropriate
services.
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